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The New Models Development Research Project was designed to identify potentially best 
practices, including consumer-directed program models, to serve populations for whom 
best practices cannot be identified because so few programs actually serve these people 
or have designed any particular response to their service needs, including those with 
combined physical and cognitive disabilities, brain injuries, psychiatric disabilities, 
communication disabilities, technology dependency, youth and members of ethnic groups. 

This annotated bibliography contains selections in the categorical areas of brain injury, 
youth with technology needs, psychiatric disabilities, youth with disabilities and mental 
retardation and physical disability, and was prepared with partial support from the World 
Institute on Disability, Oakland, California to Community and Policy Studies. This work 
was made possible through the support of the National Institute on Disability and 
Rehabilitation (NIDRR grant #H1 3340005-95), in the Office of Special Education and 
Rehabilitation Services (OSERS), Department of Education. No endorsement of the World 
Institute on Disability, or US Department of Education should be inferred. 



Community and Policy Studies is founded upon the belief that the full participation of 
people with disabilities, low incomes, diverse cultural and ethnic backgrounds, and of 
ordinary citizens in society requires a strong commitment to diversity within our 
communities. 

Community and Policy Studies offers a variety of collaborative services ranging from 
program evaluations, technical assistance, field research studies, literature and 
informationreviews, state policy and practice analyses, support for non-writers, and the 
development of a range of practical and theoretical materials. 



This document is off erred as new source material in the ongoing study of personal 
assistance services (PAS). Publications of Community and Policy Studies include 
newsletter articles, monographs/edited collections, journal articles, bibliographies, white 
papers, resource lists, and book chapters, inclusive of people with diverse disabilities. 
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Annotated Bibliography 1 



Personal Assistance Services: 

Toward Universal Access to Support 

Personal assistance services (PAS) has been one of the rallying cries of people with 
disabilities, as a way for the Americans with Disabilities Act (ADA) to become a reality in work, 
schools, homes, businesses, and community, social, religious, economic and political life (e.g., 
Consortium of Citizens with Disabilities, 1991; DeJong, Batavia, & McKnew, 1992; Litvak, 
Zukas, & Heumann, 1987), and is also reflected in international policy (e.g., United Nations, 
1993). PAS is part of the movement toward support in diverse environments (e.g., Racino, in 
press; Nisbet, 1992; Nosek, 1991) and the support paradigm (e.g., American Association of 
Mental Retardation, 1992; Racino, 1992), and the self help movements (Deegan, 1992; Zola, 
1987). More recently PAS has received attention in the fields of mental retardation, mental 
health and brain injuries (e.g., Evans, Martinez, & Hopkins, 1992; Nosek, 1990 for National 
Council on Disability; Racino, 1991; Watson, 1991). 

This annotated bibliography is one of the steps in the development of a conceptual model 
toward universal access of personal assistance services (World Institute on Disability, 1993) and 
support (e.g., Bradley & Knoll, 1993; O’Brien, 1992; Taylor, Bogdan & Racino, 1991), with 
the personal perspectives of people with disabilities informing public policy and practice. In 
particular, the bibliography highlights selections from the literature on children, youth, and 
adults with psychiatric disabilities, mental retardation and developmental and physical 
disabilities, technology needs, and brain injuries and their families. Designed as a companion 
piece to the "New Models " (categorical) reports, the bibliography offers insights into the salient 
features of these forthcoming developments. 

Studies and articles were selected for inclusion based upon their capacity to inform the 
development of pas models, including conceptual, policy and practice features, which were also 
analyzed according to the three dimensions of service provision (Racino for W1D, 1993) which 
underlies a support/empowerment approach (degree of consumer control, degree of 
individualization and personalization, and degree of community membership) In relationship to 
the policy model (Litvak for WID, 1993), primary features of concern are systems /policy, access, 
eligibility, assessment, services limitations, workforce issues, liability, service quality, long term 
services coordination, and consumer control (See appendix A). 



'With only a few exceptions, the articles included here have not appeared in previous 
annotated bibliographies on pas or on community integration. 
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* PERSONAL PERSPECTIVES: 

- people with disabilities on personal assistance services (pas), support services, and their 

own lives; 

- consumer and self-help perspectives and movements (e.g., People First, "mental 
patients liberation "); 

- parents ’ perspectives on assistance and their lives; 

- role models. 

* CONCEPTUAL ARTICLES: 

- pas and youth and their families (e.g., youth development, youth movements); 

- model features (e.g., choicemaking and autonomy); 

- pas in context of family services (family support, childrens ’ mental health, family- 

centered care); 

- pas within the context of health care (e.g., health prevention); 

- pas within the context of relationships and diverse cultures (ethnicity, class and gender 
embedded); 

- critical issues (e.g., alcohol abuse). 

* PRACTICE AND ASSISTANCE 

- personal assistance or attendant care practice (e.g. self -management, 

instructional strategies, service roles); 

- literature and research reviews on conceptual model issues (e.g., family support, 
health needs) as well as embedded reviews in articles; 

- provider resources on pas and assistance for people with "cognitive " disabilities; 

- legal issues in assistance (e.g., youth confidentiality); 

- consumer (initiated, directed) support services. 

* PROFESSIONAL PRACTICES 

- prevalent and significant rehabilitation approaches in the categorical disability fields 

(e.g., psychiatric rehabilitation, cognitive rehabilitation) and support 
classifications. 

* SYSTEMS, COMMUNITIES AND POLICY 

- articles across life areas (e.g., employment, recreation, community living/home) with 
a focus on support and support services and transition; 

- ADA and reasonable accommodations; 

- systems and policy in support of people primarily with cognitive disabilities (e.g., long 
term care services and financing) . 

* RESEARCH STUDIES 

- pas, housing and support, lifestyle planning, in-home supports, life course and 

experiences, parents ’perspectives, health care services and systems, family 
support systems design, employment and school inclusion). 
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* CONCEPTUALIZATION OF PRACTICE, PROGRAMS AND POLICIES 

- best practices in self advocacy and empowerment; 

- innovative programs and policies for youth at-risk. 

These annotations did not duplicate any of the major policy studies on PAS in the context 
of national health care reform, or agency home care at either the policy ( inclusive of financing) 
or the practice levels, or any PAS related to elders and newborns. Pas within communities ("as 
a part of air”; Nosek, 1989) and as part of community organizations ( recreation in neighborhood 
centers) (Racino & Williams, 1994) were not the primary priority for this review. 

Research studies included quantitative and qualitative data-based ( single and multiple) 
case studies, quasi-experimental designs, focus groups, qualitative in-depth participant 
observation, field interview studies, national and regional surveys, intervention studies, and 
multi-level state and cross-state studies, 

The annotated bibliography is organized around five sections by categorical group 
selected by the World Institute on Disability as "underserved populations" with PAS; brain 
injury, mental retardation and physical disabilities, psychiatric disabilities, children and youth 
with assistive technology needs, and youth with disabilities. An Appendix highlighting 
contributions to the PAS Independent Living policy model is attached, together with an index by 
author and subject. 
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Personal assistance services (PAS) are available in states, such as Kansas, for adults with 
brain injuries, with substantial barriers still existing for user-directed approahces. In the 
rehabilitation context, PAS are also a component of "self-directed care models" (e.g., 
Chriastensen et al, 1993), while only recently have the "non-therapeutic family support services 
been promoted in brain injury (Racino, 1995). 

This section is organized around: 

* two personal perspectives on brain injury (inclusive of the use of pas), 

* a qualitative study of the lives of people with brain injury, 

* a study of the needs and concerns of parents of children with brain injury, 

* two physical medicine and rehabilitation chapters (inclusive of functional impairments 
and the self-management of attendant care), 

* annual research indexes on brain injury (inclusive of cognition, assessment and 

funding), 

* an article on one type of service role (life coaches) paid through insurance; 

* an article on supported employment and monograph on education students with 
traumatic brain injury; 

* an editorial on model systems of alcohol abuse; and 

* two on public policy (inclusive of long-term care services and financing) 2 . 

Citation: Watson, S. (1991). Pas and head injury. In J. Weissman, J. Kennedy, and S. Litvak 
(Eds). Personal perspectives on personal assistance services . Oakland, CA: RTC on Public 
Policy and Independent Living, World Institute on Disability. 

Summary: 

One in a series of essays prepared for presentation at the International Personal 
Assistance Symposium held in Berkeley, California in 1991, this article represents one of the first 
accounts by a person with a disability of how a person who happens to have a head injury can 
use personal assistants in his or her own lives. Illustrating through her own life, she believed that 
potential areas for expansion of personal assistance services were in assistance with emotions, 
memory, daily structure, fitness/physical needs (e.g., joining a health spa), transportation 
(driving to programs), organization and decisionmaking. 

The article also highlights specific critical points related to the use (or employment) of 
personal assistants: (1) as a substitute for casemanagers; and (2) for the performance of tasks 



2 The review does not include evaluations, for example, of personal assistance services in 
states such as Virginia, or of financing (e.g., targeted Medicaid waivers) in states such as 
Minnesota. 
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such as cuing, structuring of the day, organizing and reminding in ways that a personal (work) 
assistant might do. The author describes the difficulty in training a personal assistant in the 
essential area of "emotions" and how personal assistants can act like "coaches" to "help assess 
the situation (e.g., meeting) afterwards and to engage in activities such as role plays . " 

Analysis: 

The essay offers new insights and perspectives not previously written about by a woman 
with a head injury on personal assistance services. As part of the monograph, reflecting essays 
by youth and adults with disabilities, and their parents, Sherri Watson introduces the reader to 
user-directed pas by adults with "head injuries. " No descriptions of children, youth or families 
are included in this particular essay. 



Contributions to Conceptual Model: 

Each of the critical points mentioned in the summary also reflect central issues in the 
design of personal assistance services, including moving from a monitoring role of assistance 
(e.g., casemanagement) , the roles, if any, an assistant may play in social and emotional areas, 
the " cognitive " tasks which an assistant may do and the style in which these tasks are done, and 
the distinctions, if any, between the roles of job coaches and personal assistants in employment. 

Keywords: personal assistance, rehabilitation, community supports, brain injury, cognitive 
disabilities, employment 

Citation: Bergland, M. & Thomas, K. (1991). Psychosocial issues following severe head injury 
in adolescence: Individual and family perceptions. Rehabilitation Counseling, Bulletin, 35(1), 
5-21. 



Summary: 

One of the few qualitative research articles available, "the purpose of the study was to 
identify the problems, issues and experiences of adolescents (ages 13 to 18) with severe brain 
injuries and their families in five categories (i.e., self, family, friends, school and work)." The 
findings of both the "caregivers" and the "adolescents’" perspectives are presented; for example, 
changes in people’s relationships, in academic and extracurricular areas, a lack of understanding 
and assistance. The authors discuss their findings in the context of individual ("personal 
constructs ") and family issues ("role and status in family and community"), "social skills" and 
"social isolation", and vocation, transition and independent living (e.g., autonomy issues as 
presented by Wehman & Kreutzer, 1990). 

Analysis: 

The authors interpret their data in the context of "models stressing coordination and 
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flexibility" and "maximum autonomy" with an awareness of alternate lifestyles, including 
attention to a broad range of "community functioning” (i.e., school, social, leisure and 
vocational ) " which are viewed as consistent with both the Independent Living and Transition 
Models 3 . The research study is important to pas development, in part, because it attempts to 
represent the person’s perspective as well as the caregiver’s. Specifically, the article decribes 
how the person and their parents experience the effects (primarily "problems" such as the loss 
of friendship) of the brain injury (whether in themselves, other people, places or services). 

Contributions to Conceptual Model: 

Life experiences of people with brain injuries in this study are based on changes in 
people’s relationships (environment) and how people come to view themselves in relationship to 
others (inclusive of career, friends and family). The article offers specific suggestions regarding 
"program" areas to address (e.g., reduction in time spent with insurance forms, financial strain, 
reduction in time and expense of transportation). However, the article’s primary contribution in 
relationship to pas is in its creation of a picture of growing circles of losses in a person’s life, 
thus opening the door for personal (autonomy-based) and community (prevention) forms of pas. 

Keywords: psychosocial functioning, adolescence, autonomy, caregivers, independent living, 
qualitative research, transition, vocational rehabilitation, career development, social 
relationships, coping strategies, social skills, peer groups, community services 

Citation: Biscup, K. (1990). Survival, struggle, & success: comprehensive rehabilitation of 
traumatic brain injury 4 . Journal of Rehabilitation, 11-13. 

Summary: 

This essay briefly shares a "success story" (as defined by the author) of her redirection 
and refocus of her life plans after a car accident, and the author’s overview of head injury, 
rehabilitation and independent living. She was in a coma for 12 weeks after a closed head injury, 
and obtained "independent living skills training ” at a Washington Medical Center. After moving 
to her parents’ hometown in Montana, she completed a master’s degree in human services and 
received an award for the "design and successful management of comprehensive rehabilitation. " 
She credits the rehabilitation practitioners and her parents with their role in her "victory" in 
"beating the odds. " 



3 Model development tends to be aligned with replication theories, which are incompatible 
with theories on innovations. 

4 For other accounts by and on survivor issues, see the educational catalogue of the National 
Head Injury Foundation (1993), which also includes treatment and rehabilitation issues, 
education, family issues, research, economic impact, advocacy, life care planning, legal and 
ethical issues and casemanagement. 
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The author views independent living as a "specialty" which is "derived from the 
coordination of the medical model of traditional acute-care rehabilitation services and 
community-based services. " The three principles on which IL is based, according to the author, 
are consumer sovereignity, self-reliance, and political/ economic rights. She views the goal of 
rehabilitation as maximizing "independence through mastery of physical, linguistic, cognitive and 
psychosocial skills. " Expertise is viewed as being able to be delivered by the "client" through 
"managed plans. " In order for independent living theory to be translated into reality "by 
promoting appropriate support services, accessible environments, and pertinent information and 
skills, " "persons with disabilities need to be accepting of treatment. " 

The articles end with recommendations for "coping with stress taking careful, frequent 
inventories of self (e.g.. through a journal), sharing responsibility, exercising regularly, and 
maintaining a sensible well-balanced diet. She views stress as a "misunderstood concept " and 
as able to "strengthen defenses, stimulate greater productivity, and sharpen resolution. " 

Analysis: 

Appearing in a professional, peer reviewed journal, this author contributes her personal 
perspective ("story ”) to the brain injury survivor literature. Her definitions of independent living, 
and the goals of rehabilitation vary from those espoused by the IL (independent living) 
movement, providing a good discussion base for the relationships among the medical model, 
community-professional based rehabilitation models, and the consumer movement. Her view of 
stress and coping is consistent with that of professional authors in other disability areas, which 
seeks to move from negative views of "conditions" toward models based upon contributions and 
strengths. 

Contributions to Conceptual Model: 

Of particular importance for the development of PAS are the perceived role of the "client" 
vis a vis "treatment", the skill-based view of independence based upon professional interventions 
and "managed plans", the " absorption of the client expertise "in a cooperative manner , " the 
possibility of co-optation by professionals of the independent living model, and pas models based 
upon "contributions " and "strengths " versus negativity and adverserial relationships. 

Keywords: head injury, rehabilitation, independent living, coping and stress, self-help 

Citation: Rosenthal, M. & Mayer, N. (1994, June). Special public policy issue. Journal ofJHead 
Trauma Rehabilitation, 9(2). 

Summary: 

This special issue on public policy on persons with traumatic brain injuries and their 
families covers the range of issues from vocational, community living, long-term care and support 
services, state policies, ethics, education, clinical research, integrated rehabilitation systems in 




